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Chronic pain affects a significant number of youth, impacting the lives of those 
young people, as well as the parents and individuals who care for them. Graded exposure 
treatment, often involving parents as well as the child, is emerging as a promising new 
intervention for youth with chronic pain.  Yet, little is currently known about how parents 
perceive this treatment and its effectiveness on improving their child’s condition.  This 
study aimed to qualitatively characterize caregivers’ experiences during their child’s 
graded exposure treatment for chronic pain.  In order to evaluate these mindsets, parent 
narratives from 15 pediatric patients undergoing a graded exposure treatment were coded 
and assessed from repeated sessions between the parent and treating psychologist.  
Narratives were coded for affect and content related to attitude (e.g. optimism/ 
pessimism), perceptions of growth (e.g. benefit-finding/ post-traumatic growth), and 
perceived treatment benefit (e.g. treatment outlook) using an established coding scheme 
adapted from a previous publication.  When compared across treatment time points, 
multiple trends were found amongst the coded topics, such as an increase in frequency of 
positive affect and an increase in parents’ perceived treatment benefit (e.g. “She is 
definitely more active, she’s definitely more open”).  Using a grounded theory approach, 
five common themes emerged from the coded data, which could be used to provide 
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valuable insight into the impact that pediatric chronic pain has on parent experiences.  
When examined over the course of their child’s treatment, changes in attitudes and 
perceptions can be identified and utilized to inform potential progress in treatment, as 
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 Chronic pain in children and adolescents is a growing concern as roughly 15-25% 
of children experience it, often in the form of chronic headaches, gastrointestinal pain, 
and musculoskeletal pain (Stanford, Chambers, Biesanz, & Chen, 2008; Perquin et al., 
2000). This is a significant issue as chronic pain often decreases the extent to which these 
children are successful in school, extracurricular activities, and social interactions (King 
et al., 2011).  Characterized as pain lasting longer than three months, chronic pain can 
cause serious developmental health concerns, and for an increasing minority, this pain 
becomes debilitating, impacting their physical and psychological functioning (Huguet & 
Miró, 2008).  These issues extend beyond the child however, as family members often 
suffer anxiety and frustration due to their child’s chronic pain diagnosis (Noel, Beals-
Erickson, Law, Alberts, & Palermo, 2016).  While the majority of pediatric chronic pain 
research has focused on the child’s pain experiences, less is known about the effects that 
chronic pain has on the family members of children with chronic pain. 
 
 
Child Pain Experiences 
In the United States, chronic pain is a common experience for many youth, with 
an estimated 5% (approximately 1.7 million) of children and adolescents reporting 
moderate to severe chronic pain with disability (Groenewald, Essner, Wright, 
Fesinmeyer, & Palermo, 2014).  Although it is not clear what causes some children to 
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experience such severe levels of pain, it is believed to be the result of a variety of factors, 
including biological, sociocultural, and psychological influencers (Liossi & Howard, 
2016). As a result, chronic pain can often lead to increased anxiety and a reduced quality 
of life as those experiencing chronic pain often exhibit reduced social functioning and 
express more negative general health perceptions (Tsao, Meldrum, Kim, & Zeltzer, 
2007).  When interviewed, children with chronic pain tended to express five common 
themed perceptions and behaviors: (1) actively hiding pain from family and friends, (2) a 
sense of isolation and difference amongst peers, (3) the belief that the pain restricted their 
abilities to participate in personal activities and reach personal goals, (4) fear that their 
pain will limit their future endeavors, and (5) the opinion that physicians lack 
understanding (Meldrum, Tsao, & Zeltzer, 2009). 
These perceptions and behaviors are likely to increase the probability that 
children will engage in fear and pain avoidance behaviors.  These factors are outlined in 
the Interpersonal Fear Avoidance Model (IFAM) in Figure 1 (Simons, Smith, Kaczynski, 
& Basch, 2015).  In this model, the individual identifies their pain as catastrophic and 
threatening, ultimately keeping them from participating in the activities they enjoy.  
Normally, pain from an injury is regarded as unpleasant, but not catastrophic as people 
gradually engage in activities until the pain has subsided and the injury is healed.  
However, in the context of IFAM, this gradual increase in activities does not occur as the 
pain is often identified as debilitating, leading to fear of pain and pain related anxiety 
(Asmundson, Noel, Petter, & Parkerson, 2012).  This creates a cycle of anxiety, fear of 
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pain, and pain avoidance behaviors that ultimately culminates into a pain-related 
disability (Figure 1). 
 
 





IFAM supports the proposed relationship between child functional disability and 
personal psychological characteristics, such as the likelihood to engage in pain 
catastrophizing and increased fear sensitivity (Martin, McGrath, Brown, & Katz, 2007).  
In addition to functional disability, fear of pain and anxiety have also been found to 
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contribute to depression in children with chronic pain, even more so than children with 
other chronic conditions (Asmundson et al., 2012).  It has also been proposed that pain-
related self-efficacy and pain-related fear may be associated, both contributing to pain-
related outcomes in children with chronic pain.  In fact, low self-efficacy was found to 
highly correlate with an individual’s fear, disability, school impairment, and development 
of depressive symptoms (Carpino, Segal, Logan, Lebel, & Simons, 2014).  This suggests 
that one’s expectations of pain outcomes may have a crucial role in determining one’s 
pain experiences. 
In addition to intrapersonal relationships, IFAM also suggests a relationship 
between a child’s pain experiences and functioning and parental factors, such as parent 
protectiveness and parent pain-related fears.  The more pain-promoting behaviors, such 
as parent attentiveness to pain and activity restrictions, the more functional disability and 
depression reported by the child (Simons et al., 2015).  Parents that tended to partake in 
more catastrophic thinking and reported more distress were found to be more inclined to 
restrict their child’s activity (Caes, Vervoort, Eccleston, Vandenhende, & Goubert, 2011). 
As a result, when the child observes the parent’s distress and protective behaviors, they 
are more likely to become more fearful and hesitant to partake in activities themselves 
(Chow, Otis, & Simons, 2016).  In this way, both parent and child behaviors and 






Family Dynamics in the Context of Chronic Pain 
 Just as the IFAM model suggests parents and family members contribute to their 
child’s pain experiences, so too does the child’s pain affect those around them.  This 
occurs most directly in the form of time, money, and energy as children with chronic pain 
often require more medical care, need special accommodations, and miss more school 
than their peers without chronic pain (King et al., 2011). Chronic pain has been found to 
be one of the most costly conditions in adults and adolescents (Sleed, Eccleston, 
Beecham, Knapp, & Jordan, 2005).  With a mean annual cost of $11, 787 per patient, it is 
clear that the monetary losses maintained by chronic pain treatment can be a significant 
burden to many families (Groenewald et al., 2014).  Direct medical costs to outpatient 
health services, such as physician and mental health checkups, accounted for the majority 
of the costs (51.1%), but another significant amount of the total expenses (22.9%) was 
due to indirect costs, or productive losses.  These indirect losses were acquired through a 
reduction in familial employment, with an average of seven days of missed work per 
family.  In some unique cases, family members reported forgoing employment entirely or 
taking extended leaves of absences in order to care for their child with chronic pain 
(Groenewald et al., 2014).  In addition to taking severe pay decreases, family members 
are also burdened with providing additional care to their children, helping with personal 
care (eating, bathing, and dressing), transportation, and household responsibilities, the 
costs of which extend beyond the monetary. 
 When comparing dynamics between families of children with chronic pain and 
those of healthy children, it was found that families of children with chronic pain had 
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reduced levels of family functioning and experienced more familial problems 
(Lewandowski, Palermo, Stinson, Handley, & Chambers, 2010).  In this context, a well-
functioning family is defined as having definitive structure and roles, open 
communication, minimal conflict, and family members that are supportive of one 
another, especially during times of high stress (Palermo, Valrie, & Karlson, 2014).   
However, many families of children with chronic pain were found to have reduced family 
functioning as the burdens of their child’s condition impacted their overall well-being.   
At the same time, family functioning has been found to significantly impact a 
child’s pain experiences. In fact, family functioning appeared to be a bigger predictor in a 
child’s functional disability than the pain intensity itself, as families of children with 
chronic pain were often found to have more conflict, less cohesion, and less 
organizational structure (Lewandowski et al., 2010).  In addition, lower levels of 
adolescent autonomy and less healthy family functioning were associated with greater 
functional impairment, greater levels of depression, and greater pain frequency and 
intensity (Palermo, Putnam, Armstrong, & Daily, 2007).   
These findings highlight the complex nature of family interactions and 
relationships in the context of pediatric chronic pain treatment and management.  
Palermo and Chambers (2005) proposed an integrative model that represented these 
complex relationships and the reciprocal role that family members can have on their 
child’s pain and functional disability (Figure 2).  In this framework, the influence and 
role of the parent-child dyadic relationship is placed within the greater scope of the 
overarching family dynamic, suggesting that the nature of parental influence needs to be 
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considered with respect to the overall family functioning during pain management.  
Situated within the context of the parent-child dyad and interactions lies parent individual 
characteristics, such as parenting style and degree of solicitousness.  All of these, in the 
greater context of family dynamics, influence and are influenced by a child’s pain 
experiences. 
  
Figure 2: Integrative Model of Parent and Family Factors in Pediatric Chronic Pain and 




Most recently, Palermo et al. (2014) presented a new model of parent and family 
influences on pediatric chronic pain within a developmental context.   In this model, 
parent variables are separated from the overarching family variables, each having their 
own role on the developmental factors determining their child’s perceptions and 
responses to pain (Figure 3).  In addition, these parental and familial factors interact to 
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indirectly influence a child’s perceptions and responses to pain by triggering changes to 
developmental processes.  Much like the previous model, all familial and parental 
variables have a bidirectional relationship with pediatric chronic pain, both being 
influenced by and influencing pain experiences.  This is an important concept when 
considering treatment programs as an enhanced understanding of the role of parent and 
family influences on pediatric chronic pain and the application of family-oriented 
therapies can potentially lead to improved treatment outcomes. 
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Figure 3: Developmental Perspective on Family and Parent Influences on Pediatric 








Parent-Child Dyads in the Context of Chronic Pain 
 Parent pain beliefs and behaviors can influence their child’s pain experiences 
(Friedrichsdorf et al., 2016).  These relationships can be bidirectional, both influencing 
the other, suggesting an underlying relationship between parent emotional functioning 
and children’s experience of chronic pain and disability.  In one study, maternal 
depression was shown to be a direct predictor of their child’s expression of depressive 
symptoms, while maternal use of coping strategies was found to reduce depression in 
children with chronic pain (Palermo et al., 2014).  In addition, parental cognitive and 
behavioral functioning was found to have a large influence on pediatric pain experiences, 
especially in regards to pain catastrophizing.   
Pain catastrophizing is the tendency to ruminate, magnify, and/or exaggerate the 
negative effects of pain (Palermo et al., 2014).   One study supported the notion that the 
extent to which a child partakes in pain catastrophizing was associated with parental 
behaviors, specifically lower solicitousness from the father and increased discouragement 
from the mother (Vervoort, Huguet, Verhoeven, & Goubert, 2011).  However, the 
relationship between negative parental behaviors and a child’s pain catastrophizing was 
found to be mediated by the child’s attachment level, with securely attached children 
showing more pain catastrophizing in response to positive parental attention to pain and 
insecurely attached children showing more pain catastrophizing in response to negative 
parental attention to pain (Vervoort, Goubert, & Crombez, 2010).  On the other hand, 
parents that express greater levels of pain catastrophizing experience greater levels of 
distress when compared to those with lower levels of pain catastrophizing (Palermo et al., 
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2014).  The more pain catastrophizing a parent partakes in, the more likely they are to try 
to find ways to alleviate their child’s pain, resulting in added stress and frustration.  
Additionally, mothers tended to report more pain catastrophizing than fathers, which was 
found to contribute significantly to their child’s pain intensity (Hechler et al., 2011). 
 In the context of the parent-child dyad, relationship distress was found to be 
reduced in children with chronic pain compared to normative data (Logan, Guite, Sherry, 
& Rose, 2006).  This adolescent-parent relationship distress was in turn found to be 
inversely related to the child’s pain severity and a predictor of the child’s functional 
disability.  While this may seem surprising, it is often found that parents and children 
with chronic pain have close relationships, brought together by their pain experiences, 
though parents may express pain biases that maintain or enhance their child’s pain 
(Friedrichsdorf et al., 2016).  In fact, attention to pain and protective or solicitous 
behaviors from parents have been demonstrated to relate to increased functional disability 
of the child (Palermo et al., 2014; Welkom, Hwang, & Guite, 2013).  When parent 
protectiveness is considered alongside other parental factors and child functional 
disability, it was found to have a mediational role (Sieberg, Williams, & Simons, 2011).  
In particular, parent protectiveness was found to mediate the relationship between pain-
specific parent distress and child functional disability (Figure 4).  It was also found to 
partially mediate the relationship between parent anxiety, depression, and catastrophizing 
and the child’s functional disability.  In this regard, it is important to consider how 
parental behaviors and beliefs can reinforce their child’s pain experiences, especially 




Figure 4: Meditational Role of Parent Protectiveness Between Parent Distress and Child 




Parent Pain Experiences 
Becoming a parent of a child with chronic pain can be a life changing experience, 
bringing confusion and, often, frustration.  It has been shown that parents of children with 
chronic pain experience a clinically significant amount of distress, including anxiety and 
parental role stress (Palermo et al., 2014).  It has also been found that mothers of children 
with greater functional disability reported more stress, anxiety, and depression than 
mothers of children with less functional disability (Cohen, Vowles, & Eccleston, 2010).  
This makes sense as the everyday demands of parenting and managing a family are 
heightened with a child with chronic pain.  There appear to be common stressors that 
parents of children with chronic pain experience, specifically managing their child’s pain 
treatment, changes in daily activities, and disruption in family dynamics and roles 
(Palermo & Eccleston, 2009).  With all of these added stressors, on top of the need to 
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balance and manage a household and employment, parents of chronic pain children 
experience increased distress and negative affectivity. 
In order to gain greater insight into these experiences and further understand 
parent thoughts, rationale, and perceptions, qualitative analysis of parent responses has 
been increasingly utilized.  In one such analysis, parents of children with chronic pain 
reported feelings of uncertainty as they struggled to gain control of their lives and their 
child’s pain when interviewed (Jordan, Eccleston, & Osborn, 2007).  Often feeling 
repeatedly frustrated, parents reported feeling trapped by their child’s chronic condition 
and the inability to alleviate their suffering.  This was also found to be true of parents 
struggling to manage their child’s juvenile idiopathic arthritis, as they reported being 
drained from a lack of knowledge and understanding not just of the condition, but of 
appropriate responses to help alleviate their child’s pain (Yuwen, Lewis, Walker, & 
Ward, 2017).  In addition, parents commonly experienced mourning for the loss of their 
once lively and happy child that has since become consumed in their pain (Jordan, 
Eccleston, & Osborn, 2007).   
When fathers of children with chronic pain were interviewed, four themes 
emerged: helplessness, containment, balance, and re-evaluation (Jordan, Crabtree, & 
Eccleston, 2016).  Father’s reported “helplessness” in the sense that they were unable to 
ease their child’s pain and their way of dealing with this reality was “containment” or 
working to support their family by bringing everyone together.  The area of “balance” 
also proved challenging for the fathers as they struggled to balance their daily 
responsibilities with those of a caregiver.  Lastly, the fathers reported a sense of paternal 
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exploration and “re-evaluation” as they reminisced on what it takes to be a “good” father 
in the context of chronic pain. 
When parent narratives were evaluated prior to their child’s chronic pain 
treatment, parents were found to belong to one of two categories: distress or resilience 
(Noel et al., 2016).  The distress group was characterized by more negative affect and an 
unresolved orientation towards their child’s pain diagnosis.  Whereas, the resilience 
group was characterized by a more positive affect and a resolved orientation towards 
their child’s chronic pain diagnosis, expressing more optimism and benefit-finding.  
These orientations should be considered within the context of parent acceptance, 
parenting style, solicitousness, and psychological flexibility.  When taken into account, 
narratives can provide the opportunity to examine the parent psyche and the ideals and 
beliefs that influence not only the parent’s pain experience, but the child’s as well. 
Even deeper examination of parent perceptions, hopes, and expectations can be 
gathered when qualitative analysis is applied during the course of treatment.  Themes can 
emerge as parents express their concerns and new insights gained through their child’s 
treatment.  For instance, open-ended interviews of parents of children in a chronic pain 
rehabilitation program were found to express underlying themes of suffering and 
disempowerment, as parents repeatedly expressed their difficult journey in finding a 
means of pain relief for their child (Gaughan, Logan, Sethna, & Mott, 2014).  From the 
principle themes of suffering and disempowerment, stemmed three subcategories of 
parent distress, lack of control, and empowerment (Figure 5).  Parent distress was 
characterized by decreased family functioning, non-cohesive parenting (schism), 
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increased frustration in searching for a “cure”, and the perception of ineffective 
parenting.  Parents also expressed the sentiment that their child’s condition was 
controlling the whole family, as decisions often revolved around their child’s pain status.   
 
Figure 5: Themes, Categories, and Subcategories of Parent Perspectives of Their Journey 




By the end of the pain rehabilitation treatment, parents reported feelings of 
empowerment and relief, as they felt they had gained the skills to help their child cope 
with their pain.  They were able to witness their child receiving third party support and 
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recognized their child’s improvements, while also gaining some validation as they 
interacted with other parents in similar circumstances. This type of rehabilitation sought 
to enable both the child and the parents to continue on in their lives and gradually 
increase their participation in everyday activities by providing them with the skills, 




Multimodal Pain Interventions 
There has been a recent call for an increase in multimodal pain rehabilitation 
programs across the nation in order to address the significant disability seen in some 
children and adolescents with chronic pain (Hechler, Dobe, & Zernikow, 2010).  These 
multidisciplinary programs follow a cognitive behavioral therapy approach, with a 
primary focus on increased activity engagement (Landry et al., 2015).  Engaging both the 
child and his/her parents, these programs focus on teaching effective coping strategies by 
incorporating psychological, physical, and occupational therapies, such as stress 
management and relaxation techniques.  Pediatric participants in both inpatient and 
outpatient multimodal rehabilitation programs that incorporated family coaching and 
addressed the biopsychosocial model of chronic pain, were found to have significant 
decreases in pain intensity and pain-related disability by the end of treatment (Hechler, 
Wager, & Zernikow, 2014).  Another study supported these findings, by noting decreases 
in pain-related fear and associated improvements in functional disability and depression 
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upon completion of an intensive pediatric chronic pain rehabilitation program entailing 
daily psychological, physical, and occupational therapies (Simons, Kaczynski, Conroy, & 
Logan, 2012).  One particular inpatient multimodal program for children and adolescents 
with chronic pain further supported the effectiveness of this type of treatment by 
reporting significant decreases in pain intensity, pain-related disability, and school 
absence in both groups of participants (Hechler et al., 2010).  Furthermore, these 
improvements were found to be maintained a year later during a follow-up. 
One specific type of multimodal treatment is in vivo graded exposure therapy, 
which is aimed at improving independent functioning through the gradual introduction of 
activities of increasing difficulty (Dekker, Goossens, Bastiaenen, & Verbunt, 2016).  
Graded exposure therapy incorporates classical conditioning and cognitive therapies in 
order to increase activity levels in a stepwise manner, often violating instilled fears and 
avoidance behaviors in the hopes of encouraging more of the same actions.  In adults, 
graded exposure treatments were found to be associated with decreased fear of pain, fear 
of re-injury, and pain catastrophizing for those experiencing chronic pain (de Jong et al., 
2005; Woods & Asmundson, 2008).  This was especially true when the graded exposure 
interventions were paired with educational sessions and behavioral experiments.  In older 
adults with chronic lower back pain, this was also found to be true as participants saw a 
reduction in pain intensity, catastrophizing, and activity avoidance behaviors, often 
reporting satisfaction with the treatment process and outcomes (Leonhardt et al., 2017).   
While much is known about the impact of multimodal psychological interventions 
and graded exposure treatment on individuals with chronic pain, less is known about the 
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effects of multidisciplinary therapies on parents and family members of children and 
adolescents with chronic pain.  Future studies examining the influence of multimodal 
therapies, such as graded exposure, on family functioning and distress can lead to 
improvements in pediatric chronic pain treatment and help families get back to healthier 




 The goal of this study was to qualitatively evaluate parent experiences and 
responses throughout their child’s graded exposure treatment for chronic pain.  Unlike 
previous studies on parent perspectives, this longitudinal study allowed for the 
examination of changes in attitudes and beliefs across treatment time points.  In order to 
assess pain-related attitudes and treatment perceptions, segments of repeated one-on-one 
parent sessions with the treating psychologist were transcribed and coded during their 
child’s graded exposure treatment.  Trends in coded measures across treatment time 
points were analyzed and common themes were extracted.  Connections between parent 
experiences and treatment outlook can be utilized to help provide context for future 







 Participants included 15 children and adolescents (13 female) with chronic pain 
and 18 of their parents (14 mothers, 4 fathers) from a graded exposure therapy-based 
treatment program called GET Living at Boston Children’s Hospital.  Eligible child 
participants were between the ages of 8 and 17 and presented to the Pain Treatment 
Service at Boston Children’s Hospital (BCH) or the Pediatric Headache Program at BCH 
in Waltham, MA with chronic headaches, musculoskeletal pain, or neuropathic pain 
persisting for longer than three months (Table 1).  Participants were also required to have 
expressed high Fear of Pain and Functional Disability, reporting scores greater than 40 on 
the Fear of Pain Questionnaire (FOPQ) (Simons, Sieberg, Carpino, Logan, & Berde, 
2011) or categorized as high fear based on clinician interview and scores greater than 12 
on the Functional Disability Inventory (FDI) (Kashikar-Zuck et al., 2011; Claar & 
Walker, 2006; Walker & Greene, 1991).  Participants were also screened for any 
significant cognitive impairment, psychopathy, acute trauma, or systemic diseases. 
 Of the 28 participants that completed the GET Living treatment, 15 were selected 
for this study based on the availability of video recordings of parent one-on-one sessions 
with the treating psychologist, as the initial participants were not video recorded.  Only 
one participant with video recording was excluded from this analysis since the child 
completed the treatment before any one-on-one parent sessions with the psychologist 
could occur.  The number of recorded sessions per participant ranged from 2 to 5 (SD = 
0.88) with an average of 3 recorded parent sessions per participant (Table 2).  Of those 
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sessions, 76% were attended by the mother only, 7% were attended by the father only, 
and 17% were attended by both parents.  Parents that attended fewer than two one-on-one 






























































Table 2: Parent One-on-One Session with Treating Psychologist Breakdown 
Participant 
ID Session 1 Session 2 Session 3 Session 4 Session 5 
T19 Mom Mom Mom Mom 
 T20 Mom Mom, Dad 
   T21 Mom Mom Mom 
  T22 Dad Mom, Dad 
   T23 Mom, Dad Mom Mom, Dad 
  T24 Mom, Dad 
 
Mom Mom 
 T25 Mom, Dad Mom, Dad 
   T27 Mom 
 
Mom 
  T30 Dad Mom Mom Dad 
 T31 Mom Mom Mom 
  T32 Mom Mom Mom Mom Mom 
T34 Mom Mom Mom 
  T35 Mom Mom, Dad Mom 
  T36 Mom Mom Mom 















 The GET Living treatment consisted of individualized in-vivo graded exposure 
therapy, adapted from a published treatment manual (Vlaeyen, Morley, Linton, Boersma, 
& de Jong, 2012), involving both the child participant and their parent(s).  Following a 
baseline period, participants and their parents met with a physical therapist and a 
cognitive-behavioral pain psychologist biweekly for a total of 9-15 sessions, each lasting 
about 60 minutes (Figure 6).  
 
 
Figure 6: GET Living Treatment Timeline and Hypothesized Treatment Response. 




Those treatment sessions were divided into four phases.  In Phase I, participants 
and their parents met together with the treating psychologist and physical therapist in 
order to build rapport, be presented with treatment rationale, and be introduced to the 
individual and interpersonal fear-avoidance models of pain (Vlaeyen & Linton, 2000; 
	
 25	
Simons & Kaczynski, 2012; Simons et al., 2015).  Phase II built upon this rapport to 
introduce value-based goal-setting to enhance motivation. In Phase III, participants were 
asked to use their value-based goals to create a hierarchy of pain-related fears and every 
day activities in order of increasing difficulty and worry.  This hierarchy was then used to 
design specific graded exposures that increase in difficulty and fear in Phase IV.  
Throughout this phase, participants are asked to engage in activities that they perceive as 
intimidating and worrisome, with those inducing less fear being presented at the earlier 
sessions. During some of these exposure sessions, the child participant and the physical 
therapist engage in the activities while the parent and treating psychologist discuss 
progress and current impressions in a separate room. 
 These parent and psychologist one-on-one sessions are separated into three 
educational modules: 1) Negative Attributions of Pain, 2) Reacting vs. Responding, and 
3) Responsibility and Riding it Out.  In the first module, parents are asked to express their 
expectations for treatment and any concerns or negative attributions they have 
experienced as a result of their child’s chronic pain.  In the second module, parents 
discuss home-based exposures and activity engagement strategies and expand on these 
ideas in the third module by incorporating the child’s responsibility for their own 
treatment.  In all of these modules, parents are encouraged to discuss events that have 
occurred since the last session and their feelings towards their child’s pain, the treatment 






 One-on-one sessions between the parent and treating cognitive-behavioral 
psychologist that occurred during the child’s graded exposure treatment were video 
recorded.  A standardized time of 10 minutes was transcribed for each parent session.  
Transcriptions began once the parent and psychologist were alone, as the child and 
physical therapist left to engage in exposure therapy.  The first 10 minutes of the parent 
and psychologist conversation were then transcribed and later coded.  Most sessions 
began with an open-ended discussion about time spent since the last session and the 
parent’s perceptions of current progress.  This was also the time in which parent concerns 
were addressed and elaborated on before the psychologist began addressing the 
educational module for that session. 
 
Data Analysis 
 Transcriptions were qualitatively analyzed and coded using NVivo 11 Software.  
Codes were adapted and modified from a previous publication to assess parent beliefs, 
expectations, and resolution towards their child’s chronic pain (Noel et al., 2016).  Codes 
were created to assess both affect and content of the transcribed parent narratives (Table 







Table 3: Parent and Psychologist One-on-One Coding Scheme 
Affect Codes Content Codes 
Frequency of Positive Affect Threat/Anxiety 
Frequency of Negative Affect Benefit-Finding/Posttraumatic Growth 
Humor and Laughter Current Treatment Outlook 
 Optimistic v. Pessimistic Outlook 
 Protectiveness 
 Inquisitiveness/Advice Seeking 
 
 
Codes were independently rated by two graduate research assistants that were not 
involved in the administration of the treatment.  When disagreement between coded 
values occurred, the raters discussed and came to an agreement on the final value. Inter-
rater reliability was assessed via NVivo to ensure accuracy of the codes by determining 
the kappa coefficient and percent agreement between raters.  A kappa coefficient of 0.8 
and a 98% agreement suggested excellent agreement between the raters.  Revisions to the 
coding scheme were made from rater collaboration once insight was gained from its 
application.   
Having pre-set codes allowed study researchers to evaluate trends on 
hypothesized treatment response areas prior to categorizing emerging themes.  Changes 
over time in coded measures were organized and analyzed via Microsoft Excel.  
Longitudinal trends were determined by comparing the coded scores for the first, middle, 
and last parent-psychologist sessions.  If the participants had 4 parent-psychologist 
sessions, the middle session coded score was determined by averaging the second and 
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third session scores.  It should be noted that not every participant had a middle session (a 
total of 10 out of 18 participants), since participants that were progressing quickly had 
fewer treatment and exposure sessions.  Once coded scores were applied to every 
participant and every session, common themes were extracted from the transcriptions 
using a grounded theory approach.  The themes that emerged were derived from 
statements universally found across the majority of participants.  Reoccurring statements 






 Two types of results will be discussed: longitudinal trends that occurred in coded 




Frequency of Positive Affect 
 The majority of parents saw a steady increase in positive affect from the first 
parent and psychologist one-on-one session to the last session as the mean coded score 
for positive affect rose from 2.33 (SD = 1.03) in the first session to 2.85 (SD = 1.11) in 
the middle session to 3.33 (SD = 0.97) in the last (Figure 7, Table 4).  With a mean coded 
score increase of 1.0, parents tended to express themselves more positively, even when 
discussing concerns, fears, and apprehensions as the treatment continued, showing a 
change in coded score range from 1-4 in the first session to 2-5 in the last (Table 4).  The 
majority of parents appeared in higher spirits in the last session, with 11 participants 
(61.1%) having an increase in their overall frequency of positive affect (Table 5).  There 
were 3 participants (16.7%) that saw no change in frequency of positive affect, while 4 
participants (22.2%) saw a decrease.  Examples of positive affect include expressions of 






Frequency of Negative Affect 
 There was an overall decrease in mean coded score for frequency of negative 
affect as the mean score dropped from 3.39 (SD = 1.14) in the first session to 3.15 (SD = 
1.11) in the middle session to 2.56 (SD = 1.04) in the last, as the greatest decrease 
occurred between the middle and final sessions (Table 4).  The range of coded scores also 
decreased as participants were scored between 1-5 in the first session and only 1-4 in the 
last.  The majority of participants saw a decline in their overall negative affect as 10 
participants (55.6%) saw a decrease in their scaled score.  On the other hand, 4 
participants (22.2%) saw no change in the frequency of their negative affect and 4 
participants (22.2%) saw an increase in frequency.  Examples of negative affect include 
anger, frustration, weeping, anguish, and sadness. 
 
Humor/ Laughter 
 Many participants portrayed humor during their one-on-one sessions with the 
psychologist, whether that was by making jokes or engaging in laughter.  There was a 
slight increase in humor from the first session to the last, with a mean score of 2.28 (SD = 
1.13) in the first session and a mean of 2.67 (SD = 1.28) in the last (Table 4).  The 
greatest increase occurred between the first and middle sessions, as the middle session 
had a mean humor score of 3.2 (SD = 1.34).  The greatest percentage of participants saw 
an increase in humor and laughter from the first to the last session with 8 participants 
(44.4%) receiving a greater coded score in their final session (Table 5).  An equal number 
of participants (5 participants or 27.8%) either saw no change in humor and laughter or 
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saw a decrease between the first and last sessions.  The range of coded scores stayed 







Figure 7: Mean Affect Code Trends.  Mean code score for each affect code organized by 
session.  If there were four total sessions, middle session score was determined by 
































 Parents had a 1.11 decrease in mean coded score for threat and anxiety from the 
first session to the last (Figure 8).  The first session had a mean score of 4.72 (SD = 0.75) 
and the last session had a mean score of 3.61 (SD = 1.04) (Table 4).  There was a slight 
increase in threat and anxiety between the first session and the middle session as the 
middle session had a mean coded score of 4.8 (SD = 0.42). The majority of participants 
(12 or 66.7%) had a decrease in their threat and anxiety scores between the first and last 
sessions.  Only 1 participant (5.6%) had an increase in threat and anxiety and 5 
participants (27.8%) showed no change at all.  The range stayed the same between the 
first and last sessions with a range of 2-5, though the middle session range was much 
higher, between 4-5.  No participant received a scaled score of 0 or no reported anxieties, 
as each parent expressed some sort of fear, concern, or stress during their sessions. 
 
Benefit-Finding/ Growth 
 The majority of parents (83.3% or 15 participants) showed an increase in the 
number of reported benefits, growths, and improvements from the first session to the last 
(Table 5).  Only 2 participants (11.1%) saw a decrease in perceived benefit and growth 
between the first and last sessions and only 1 participant (5.6%) saw no change at all. A 
steady increase in benefit-finding was seen, both in the means and the range of the coded 
scores.  The first session had a mean score of 1.67 (SD = 0.69) and a range of 1-3.  The 
middle session had a mean score of 2.6 (SD = 0.84) and a range of 1-4.  The last session 
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had a mean score of 3.44 (SD = 1.2) and a range of 1-5.  Overall, there was a steady 
increase in benefit-finding and perceived growth as sessions continued. 
 
Treatment Outlook 
 There was a consistent increase in treatment outlook and perceived treatment 
benefit over the course of treatment with a mean increase of 0.56 between the first and 
last sessions (Figure 8).  In this code, benefits must be directly related to treatment 
practices or philosophies.  The positive perceptions about the treatment increased for 
each session time point as the first session had a mean score of 3.39 (SD = 0.61), the 
middle session had a mean score of 3.65 (SD = 0.67), and the last session had a mean 
score of 3.94 (SD = 0.87).  The range also increased between the first and last session as 
the range in the first session was 2-4 and in the final session it was 3-5 (Table 4).  The 
majority of participants (8 or 44.4%) had an increase in treatment outlook, whereas 6 
participants (33.3%) saw no change and 4 participants (22.2%) saw a decrease (Table 5).  
It should be noted that those that decreased did so by not mentioning a treatment outlook 
during their session, as there was no score below a 3 (not mentioned) in the last session.  




 The majority of parents saw an increase in optimism during the course of 
treatment (Table 5).  10 participants (55.6%) saw an increase in coded score from the first 
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session to the last.  5 participants (27.8%) had no change in optimism between the first 
and last sessions, while 3 participants (16.7%) saw a decrease.  It should be mentioned 
that those that saw a decrease did so by not expressing any optimism or pessimism in the 
final session (score of 3).  No participant was found to have a pessimistic view (score of 
1-2) in the last session.  Overall, parents became more optimistic as time went on as the 
mean score was 3.11 (SD = 0.68) in the first session, 3.45 (SD = 0.5) in the middle 
session, and 3.67 (SD = 0.59) in the last session (Table 4).  The range also increased in 
value between sessions as the first session had a range of 2-4, the middle session had a 
range of 3-4, and the last session had a range of 3-5. 
 
Protectiveness 
 Parents tended not to change the extent to which they mentioned engaging in 
protective behaviors during the course of treatment (Table 5).  10 participants (55.6%) 
saw no change in coded protectiveness scores between the first and last sessions (Table 
5).  5 participants (27.8%) saw a decrease in protectiveness scores when comparing the 
first session to the last, while 3 participants (16.7%) saw an increase.  The mean score 
slightly increased between the first and middle sessions, as the first session had a mean 
score of 2.33 (SD = 1.34) and the middle session had a mean score of 2.65 (SD = 1.16) 
(Table 4).  The last session had the lowest mean protectiveness scores with a mean of 
2.06 (SD = 1.21).  The range of protectiveness scores (1-5) remained constant for all 




Inquisitiveness/ Advice Seeking 
 Though there was a slight increase (0.56) in mean score for inquisitiveness or 
advice seeking, most participants did not show a change in advice seeking between the 
first and last sessions (Table 4, Table 5).  9 participants (50%) had the same coded score 
for both the first and last sessions, while 7 participants (38.9%) had an increase and 2 
participants (11.1%) had a decrease (Table 5). There was a slight decrease in mean advice 
seeking score between the first and middle sessions.  The first session had a mean score 
of 1.5 (SD = 0.86) and the middle session had a mean score of 1.45 (SD = 0.5) (Table 4). 
The last session had the greatest mean score with a value of 2.06 (SD = 1.11).  The range 
of scores between the first and last session also remained the same (1-4), but dropped 
























Figure 8: Mean Content Code Trends.  Mean code score for each content code organized 
by session.  If there were four total sessions, middle session score was determined by 










































 A majority of the parents reported feelings of recognition and realization while 
enrolled in the treatment program.  Often times these realizations revolved around their 
own thoughts and actions in response to their child’s pain. These revelations could best 
be described as statements of self-awareness.   
One subset of self-awareness statements involved the parents’ recognition and 
acknowledgement of their own actions, beliefs, and behaviors towards their child’s 
chronic pain, whether in the past or present. 
• “She has got me conditioned to do the same thing, where I park as close 
as I can so we don’t have to walk as far" –T27 Mom 
 
•  “I realized I’m super anxious about getting through this moment that she 
is in right now.” –T21 Mom 
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Another subset of self-awareness statements went one step further and 
acknowledged how the parents’ own actions and behaviors directly influenced their 
children and may have impacted the way in which their children responded to their pain.  
These ranged from negative influencers to best practices when trying to help their child 
cope with his/her pain. 
• “I didn’t think about that. I’m forcing her to act out to maybe remind me 
that she is uncomfortable or something.” –T19 Mom 
 
• “So that is something I need to work on as well.  So, it is interesting, 
because sometimes I feel like she mirrors what she sees.”-T37 Mom 
 
•  “I have to say, after this last time, something shifted, when I heard you 
guys tell [child] that staying in school for an hour was maybe too much 
and he should consider it a victory that he was there for just half an 
hour.  And two days later, I just sort of sat up and thought oh my god, 
every time he stays an hour I make him feel like he has just failed because 




2. Understanding of Their Child’s Perspective 
 While many parents showed signs of increasing self-awareness through this 
treatment, a number of parents also showed signs of increased awareness towards their 
children.  Through the treatment process, they developed a greater sense of their child’s 
pain and the effects of that pain on their child’s well-being.  
 Many statements involved the way their child perceived their pain and their 
thought processes surrounding the pain’s accompanying anxieties and stressors.  Along 
these lines, parents also made statements regarding their understanding of their child’s 
views of treatment and trains of thought that might be interfering with treatment progress. 
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• “I know when she first got sick she definitely thought that she was just 
going to be like that forever, and she was probably not going to graduate 
from high school or do anything.  And now I feel like she does want to do 
those things but she still gets stuck inside herself and needs to 
help herself and it gets frustrating.” –T27 Mom 
 
•  “I think that part of it too is that she just kind of wants to get it 
done, so when we are here or she is at PT she has a distraction but when 
we are at home she is just kind of like, I just don’t have to.” –T34 Mom 
 
 Other statements reflected on specific pain and anxiety triggers that helped to 
identify when pain flares might occur and explained underlying causes of their child’s 
pain.  Many often compared instances when the child’s pain seemed to arise and 
instances when their child appeared to not be afflicted with, or fixated on, their pain. 
• “She is definitely triggered by her anxiety, the pain comes on when she is 
anxious about something…she is super, super sensitive to both of our 
emotions. I think, if you’re [father] having a bad day, or you seem upset, 
or I seem upset, she definitely, that like triggers her to start to worry and 
then she ends up with a headache.” –T20 Mom 
 
• “I think that is the main issue. She’s questioning as to what her abilities 
are going to be, not only today, but what they are going to be down the 
road.  There is a lot of that.  A lot of that anxiety of when we get to that 
ladder and it is going up, how much of it am I actually going to be able to 
accomplish, I think.” –T23 Mom 
 
• “If it is something that she enjoys, that is her passion, then she is not 
going to look like she is hurt.” –T36 Mom 
 
 
3. Perceived Treatment Benefit 
 Most parents noted some aspects of growth and improvement in their child’s pain 
or their overall ability to cope with that pain over the course of treatment.  Many 
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acknowledged reduced levels of pain in their child while completing activities.  Others, 
recognized a decrease in their child’s negative responses to pain, often noting successes 
over challenges. 
• “I think this program has been great for her to do this summer because I 
have really seen her confidence go up and she doesn’t seem as focused or 
worried about her knee.” –T30 Mom 
 
• “She is already…she’s just already thinking differently. I think she is 
already sort of seeing herself differently, she is definitely more 
active, she’s definitely more open.” –T19 Mom 
 
• “I would say, that a couple months ago if she was on her feet for that long, 
she would be in obvious pain by the time we were leaving.  So that’s a 
huge improvement, HUGE!” –T21 Mom 
 
Some parents mentioned benefits and growths that pertained to specifics in the 
graded exposure treatment.  These related to the unique exposures their child was 
introduced to, means of goal setting and creating a hierarchy of activities to complete, 
and response strategies both the child and parent learned during the course of treatment.  
Parents often expressed relief to be in the program and gratitude for the tangible 
strategies they were provided by the treating psychologist and physical therapist. 
• “I think that what has been happening has just been exactly what I needed 
because since the first Comfort Ability, I got all the messages that I am 
getting now, but I had no idea how to really do it.” –T24 Mom 
 
• “She was literally on her bed downward and I said ok we are going and 
she came out a different kid on Monday night.  Just from being in here and 






4. Internalization of Treatment Principles 
 Besides commenting on treatment benefits and the perceived improvement in 
their children, parents started to reiterate the main principles from graded exposure 
treatment.  Whether these were conscious decisions or not, parents began articulating 
various treatment philosophies to the psychologist and also mentioning them in their 
recounted stories of their time since the last treatment session.  Parents appeared to be 
able to move past unresolved notions about their child’s pain and develop more of a 
growth mindset. 
• “It’s no pain no gain somewhere in this whole pain process.” –T25 Mom 
• “I know she wants just a pill that will make it all better, but that’s not 
going to happen.” –T27 Mom 
 
• “I feel bad, but also, I mean you have to accept it. Ok this is where you’re 
at now, but it doesn’t mean you’re always going to be here. You’ll get 
back to it.” –T32 Mom 
 
 
Parents would reference times in which they spoke to their children about the 
treatment process and their pain, often explaining reasons for the graded exposures.  
Other parents expressed internalization of the treatment principles by consciously 
changing the way in which they approached their child and responded to their pain. 
• “I will say, ‘Well they need you to do it at least more than once because 
you do it once and that’s great.  But now, now you’ve done it twice and 
guess what? The next time when you do it three times, you aren’t afraid of 
it anymore.  That’s why they are making you do it again.” –T37 Mom 
 
• "I’ve taught myself with her to say, ‘What’s bothering you?” instead of 
‘Do you want Advil?’, ‘Drink some water.’, ‘Oh my god! Another 
headache!’, which is my typical response to her. Now I am trying to figure 
out why.” –T20 Mom 
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5. Hopeful Concern for the Future 
 While parents may have reported seeing benefits to the treatment, many still 
conveyed some concerns for the future.  Though they were hopeful and optimistic about 
future outcomes and the possibility of continued progress, parents often aired 
apprehensions about leaving the treatment program.  Some parents were particularly 
worried that their child’s gains, whether to decreased pain or improved pain management, 
would not be continued to the same extent once the treatment was over. 
• “I think in the last couple months she has been more interested and 
wanting to try new things, but if she stays on with it is a whole different 
story.  But as long as she is trying, I will take it.” – T22 Dad 
 
• “Now is there a chance that this could come back?” –T34 Mom 
• “From the research I have read on the intensive cognitive behavioral 
therapy coupled with the intensive physical therapy, that is what works 
with CRPS.  So, I want to be as supportive of it as I can be, but at the same 
time I have to be realistic.” –T36 Mom 
 
Parents also vocalized concerns regarding their child’s response to current pain 
improvements, such as not acknowledging those growths or even exaggerating them, and 
concerns for how their child would react to future pain flares.  Often these concerns 
revolved around their child’s ability to cope with future setbacks and continue monitoring 
their appropriate level of activity so there is not re-injury. 
• “I can see that is a good sign that she doesn’t want to say anything, I want to 
go after this, but at the same time I am concerned that is she going to self-
regulate herself and she is putting pressure on herself.” –T30 Dad 
 
•  “I think that the thing that is going to be hard for him, or maybe you can put 
in a word, is that even if he does all this stuff, he may still have set backs and 




Parents were also interested in having strategies to cope with their child’s pain in 
the future, similar to a plan of action.  Many questioned what their own responses should 









 This study is one of the first to examine the narratives of parents of children with 
chronic pain in order to gain a deeper understanding of their perceptions, beliefs, and 
attitudes across treatment time points.  In particular, this study focused on parent 
behaviors and opinions throughout pediatric graded exposure treatment to assess 
perceived treatment effectiveness and the internalization and application of treatment 
objectives.  During the course of treatment, parents repeatedly met with the treating 
behavioral psychologist while their child was engaged in therapy-based graded exercises.  
Based on previous literature, a coding structure was developed to analyze these one-on-
one meetings and characterize their treatment experiences and evaluate changes in 
mindsets over time.  This study supported prior findings that a structured coding scheme 
is an effective means of analyzing parent pain narratives.  Furthermore, this study showed 
that this type of coded qualitative analysis could reliably be applied at multiple time 
points to assess changes in perception and behaviors during the course of treatment. 
 Though parent narratives varied in content, intensity of affect, and degree of 
expressiveness, several aspects of both affect and content could be compared over time.  
Results showed that parents typically experienced an increase in positive affect and a 
decrease in negative affect with each session, even when discussing distressing matters.  
By the end of treatment, the majority of parents were in greater spirits, tending to focus 
on successes rather than failures when recounting the days since their last treatment 
session.  They were even more likely to make jokes and use humor in their final session 
when discussing challenges and future concerns. 
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As for the content of the conversations, these varied greatly between individuals 
and psychologists.  However, using the adapted coding scheme, trends and common 
themes were extracted to highlight changes in what parents chose to discuss in each 
session.  As time went on, parents seemed to express less anxiety and fear for the future, 
themselves, their child, and their overall family dynamic.  Parents tended to focus less on 
challenges and past negative experiences and more on successes and treatment benefits in 
the later sessions.  Though they may still express some concern and worry, these were 
often described with hope and in the context of their child’s current progress and 
achievements.  By the end of the child’s graded exposures in the final session, parents 
appeared to be more optimistic and more vocal about their optimism and prospects for the 
future.  Parents not only recognized gains made during the treatment, but were more 
confident that those gains could be continued and built upon once the treatment ended. 
What was even more treatment specific, was that parents felt more confident in 
their own abilities to respond and appropriately address their child’s pain.  Parents had a 
greater understanding of the principles of graded exposure by the last session and were 
more assured in their abilities to continue those practices at home, appearing more 
engaged in the treatment process and asking more questions.  Though it is likely that the 
increase in questioning occurred due to the forthcoming end of the treatment, parents 
appeared more secure in their abilities to recognize which questions needed to be asked 
and addressed.  In addition, parents often spoke of modifications they made at home to 
implement the practices they had learned in treatment, such as a point system or a 
calendar of activities.  Parents appeared to not only grasp the concept of graded exposure, 
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but began to reinforce it as well, discussing strategies they had tried with their children, 
both consciously and in retrospect.  When discussing instances where they were 
challenged by their children to either skip an exposure or questioned about treatment 
purposes, parents often defended the graded exposure methods and assured their children 
of their improvements since the beginning of treatment, reiterating fundamental treatment 
principles. 
These parent interactions highlight the importance of parental education and 
engagement in their child’s treatment.  By educating the parents on treatment objectives 
and principles, parents were able to get a better understanding of the overall treatment 
process and were more likely to buy-in to the graded exposure therapy, noting benefits 
and growths along the way.  Parents were also able to implement home based exposures, 
in which their child continued their hierarchy of activities outside of the prescribed 
treatment times, since they were provided tangible strategies to incorporate right away 
and in the future.  This was often an area of relief for parents as they felt they had 
previously lacked the appropriate knowledge of how best to respond and encourage their 
child during times of high pain and anxiety.  Parents tended to express frustration with 
previous treatment methods and the, often, complicated means of diagnosis.  By 
implementing one-on-one sessions and engaging parents in both the physical and 
psychological aspects of the graded exposure treatment process, parents were able to 
release these frustrations and alleviate the worry associated with how best to respond to 
their child.   The parents that were able to internalize the treatment objectives and start 
reinforcing those at home became increasingly aware of treatment benefits which led to a 
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rise in positive treatment outlook.  By the last session, parents often looked favorably 
upon the graded exposure treatment, noting improvements not only in their children, but 
within themselves as well. 
 
Limitations 
 The limitations of this study primarily surround the availability of video content.  
Filming was not performed on the first 18 participants in the treatment program.  
Additionally, a total of three parent-psychologist sessions from three different 
participants were not recorded.  Having these videos would have increased the amount of 
content available to be examined, particularly in regards to determining the means of the 
“middle session” as only 10 out of the 18 participants had more than two videos to 
analyze.		Although having unstructured sessions allowed a wide range of themes and 
experiences to emerge, one potential limitation is that parents were not always 
specifically asked about how they were finding the treatment process. Future studies 
might consider conducting semi-structured interviews where parents are asked about their 
experiences in each treatment session, as well as, their general impressions of the 
treatment process.  Reliability and accuracy of coded scores may have also improved if 
more raters were included in this study.  In the future, care should be taken to ensure as 
much consistency as possible amongst qualitatively coded content, especially when doing 






Future analysis can be done to determine if the child participants showed similar 
opinions to their parents and if they perceived the graded exposure treatment to be as 
beneficial.  Comparison in coded trends and common themes can also be applied to 
parent quantitative measures to see if similar trends in reduced fear, anxiety, and 
protectiveness occurred in their self-reports.  This quantitative comparison could be 
completed with both daily measures, as well as, pre- and post-treatment surveys.  A 
similar coding could also be adapted to apply to other forms of pediatric pain treatment.  
In this way, you could compare various means of therapy to determine which has the 
greatest perceived benefit and effectiveness.  A longitudinal approach, comparing coded 
trends at multiple time points, can also help determine which treatment strategies are 
more efficient at the beginning stages of treatment and which are more efficient towards 
the end.  Regardless of your means of comparison, it is important to engage parents in 
their child’s chronic pain treatment.  More conversations need to be had about how best 
to engage and incorporate parents into their child’s treatment strategies and how best to 





Appendix A. Coding Scheme 
Parent & Psychologist One-on-One Coding System 
 
 This coding system is intended for the analysis of one-on-one sessions between 
the child participants’ parents and the treating psychologist that occurred throughout the 
GET Living treatment process.  In these sessions, the child participant is not present and 
parents are encouraged to speak freely.  Coders should NOT code what they think the 
parent “meant” to convey. Similarly, they should not guess what types of feelings 
motivated the parents’ response (e.g. they sounded angry because they are scared). 





Affect codes pertain to explicit statements, tone, and emotional state of the parent during 
the session. 
 
A. Frequency of Positive Affect.  
The frequency in which the parent expresses positive emotion. Examples of positive 
affect include being happy, excited, animated, and enthusiastic.  
5. Very Often = Throughout the session, parent always exhibits positive affect.  
4. Frequently = Parent typically displays positive affect; however, on 1-2 
occasions, exhibits negative or neutral affect.  
3. Sometimes = Parent exhibits positive affect approximately half of the time.  
2. Rarely = Parent demonstrates positive affect on only 1-2 occasions.  
1. Not at All = Throughout the session, parent never displays positive affect. 
Parent is always neutral or negative.  
 
B. Frequency of Negative Affect.  
The frequency in which the parent expresses negative emotion. Examples of negative 
affect include being depressed, tearful, angry, aggressive, anxious, or distressed.  
5. Very Often = Throughout the session, parent always exhibits negative affect.  
4. Frequently = Parent typically displays negative affect; however, on 1-2 
occasions, exhibits positive or neutral affect.  
3. Sometimes = Parent exhibits negative affect approximately half of the time.  
2. Rarely = Parent demonstrates negative affect on only 1-2 occasions.  
1. Not at All = Throughout the session, parent never displays negative affect. 




C. Humor and Laughter:  
Determine how often the parent uses joking, laughing, humor, or playfulness during 
the session.  Humor that is not intended to be funny or is mean-spirited should not be 
considered for this code.  Do not count “nervous” laughter or laughter that is self-
depreciating (e.g. when humor clearly contradicts the content conveyed by the 
parent). 
5. Very often = Parent laughs or tells jokes often in relation to issue discussed.  
Laughs very frequently and in good spirits. 
4. Frequently = Parent laughs or jokes more than half of the time in relation to 
issue discussed. 
3. Sometimes = Parent occasionally makes jokes or laughs during the interview 
(2-3 times).  
2. Rarely = Parent rarely laughs or jokes during the interview (1 time). 
1. Not at all = Parent is rather serious throughout the session and does not make 
jokes or laugh during the session. 
 
CONTENT CODES 
Content codes pertain to direct, explicit statements or words that the parent makes/uses. 
This contrasts with affect codes which code for tone as well as content.  
 
A. Threat/Anxiety:  
The extent to which the parent expresses anxiety or fearfulness during the session. 
This may be statements pertaining to themselves, their child, their family or the world 
at large and involve feelings of fear (“terrified,” “scared”) or present- or future-
oriented anxiety (“worried,” “anxious”).  This fear and/or anxiety may be manifested 
cognitively (e.g. pertaining to beliefs about bad things happening), socially (e.g. 
avoidance of people), or physically (e.g. tension, stomach aches, avoidance of places, 
sleep difficulties).  The parent may describe catastrophic thinking in which they 
magnify the threat value of pain or a distressing event (“His pain is horrible and I 
don’t think it will ever get better”), fixate on threatening details (I couldn’t stop 
thinking about how much she was suffering”), or perceive themselves as being 
helpless (“I feel like there is nothing I can do to help my child”). 
5. Very often = Parent expresses being (in the past or present) fearful/anxious in 
relation to the majority of issues discussed. 
4. Frequently = Parent expresses being (in the past or present) fearful/anxious in 
relation to half of issues discussed. 
3. Sometimes = Parent occasionally expresses being (in the past or present) 
fearful/anxious in relation to issue discussed. This may occur 2 or 3 times, but is 
not a major theme of their discussion. 
2. Rarely = Parent expresses being (in the past or present) fearful/anxious during 
one issue discussed. 
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1. Not at All = Parent does not express being (in the past or present) 
fearful/anxious in relation to any issue discussed. 
 
B. Benefit-Finding/Post-Traumatic Growth:  
The extent that the parent discusses positive changes that have resulted from his/her 
struggle with a serious or potentially traumatic event (in this case, his/her child’s 
chronic pain).  These positive changes may be a direct result of pain experiences or 
from the GET Living interventions.  Benefits and growth may be related to the 
individual (e.g. “I’m a more patient person now,” “I’ve learned that I’m a very strong 
person emotionally”), the child (“He knows what is important now”, “She has learned 
how to cope well with stresses of life that will help her in the future”), the family 
(“We are closer as a family than we ever were before my child’s pain”) or broader, 
more existential purposes (“Dealing with my child’s pain has taught me what is really 
important in life”).   
5. Very Often = Parent expresses benefit-finding/growth very frequently in 
relation to the majority of issues discussed throughout the session. 
4. Frequently = Parent expresses benefit-finding/growth in relation to half of the 
issues discussed. 
3. Sometimes = Parent occasionally expresses benefit-finding/growth in relation 
to issues discussed.  This may occur 2 or 3 times, but is not a major theme of their 
discussion. 
2. Rarely = Parent expresses benefit-finding/growth during only one issue 
discussed. 
1. Not at All = Parent does not discuss benefit-finding/growth at any point in the 
session.  
 
C. Current Treatment Outlook:  
Pertains to the parent’s outlook or perception about the treatment program and their 
child’s current pain experiences.  A confident (positive) outlook indicates a belief that 
things have improved since the start of the treatment program and improvements are 
due to the treatment process.   Parents that are more confident will tend to describe 
situations of success rather than situations of distress when recounting the week’s 
events. They will also refer to specific treatment instances that they feel impacted 
their child or themselves (e.g. “When you said…I felt a light bulb go off”, “When she 
did those movements, that helped a lot”). A doubtful (negative) outlook indicates a 
belief that the treatment is either not resolving current pain issues or not addressing 
those issues fast enough.  Parent may dwell on and recount stressful events from the 
week and reference moments of distress in prior treatment sessions (e.g. “I know that 




5. Very Confident: Parent is certain there have been some significant 
improvements since the start of the program and tends to focus on those successes 
throughout the session. 
4. Somewhat Confident: Parent believes there has been some positive outcome, 
but still has some concerns or reservations about the treatment process. 
3. Uncertain/Not Mentioned: Parent expresses neither confidence nor doubt in the 
treatment process, may be unsure of current situation or where child currently 
stands. 
2. Somewhat Doubtful: Parent expresses doubt in the treatment process and 
questions whether the treatment has benefitted their child or their current 
situation. Parent may express some hope for improvement in future sessions. 
1. Very Doubtful: Parent is certain there has not been any significant 
improvements since the start of the program and tends to focus on stressors 
relating to the treatment process throughout the session, rather than successes. 
 
D. Optimistic v. Pessimistic Expectations:  
The extent to which parents express either an optimistic or pessimistic attitude 
regarding their individual, child’s, or family’s future.  Optimistic expectations for 
their child may include reduction in their child’s pain, child’s increased functionality 
or involvement in various activities (e.g. job, sport involvement, attend school), and 
the possible attainability of new goals or dreams.  Parent may also express positive 
expectations about themselves or their family in general (e.g. “We will get back to 
where we were before”).  Negative expectations include statements that indicate a 
belief that things will turn out poorly for them, their child, or their family in the 
future.  Negative expectations may focus on the unlikelihood of improvement or 
dwell on the difficulty required to improve their current status/situation. 
5. Completely Optimistic: Parent is certain of future competence and positive 
outcome in some domain. 
4. Somewhat Optimistic: Parent believes there will be some competence or 
positive outcome in the future, but has some concerns. 
3. Neither Optimistic nor Pessimistic: No expectations or neutral expectations 
about how challenges will evolve.  Parent may also be uncertain or unsure of 
future and therefore be unable to express either positive or negative expectations. 
2. Somewhat Pessimistic: Parent believes it is likely that there will be some future 
incompetence or negative outcome in the future, but has some hope. 
1. Completely Pessimistic: Parent is certain of future incompetence or negative 








E. Protectiveness:  
The degree to which the parent intervenes on his/her child’s behalf in order to protect 
or save them from discomfort, pain, stress, or altercations.  Parent may describe 
instances in which they physically mediate on child’s behalf (e.g. “I met with the 
principal and then met with all of her teachers”) or they allowed the child to engage in 
a behavior to alleviate some distress or pain (e.g. “He wasn’t feeling well so I let him 
stay home from school”).  Parents may also engage in protectiveness by defending 
their child’s negative actions, behaviors, or beliefs (e.g. “It makes sense that she 
would feel that way”) or redirecting blame away from the child to self or others (e.g. 
“My issues are probably the reason that she is here”). 
5. Very Often = Parent describes numerous instances in which they engaged in 
protective behaviors. Protective behaviors mentioned in the majority of issues 
discussed.  
4. Frequently = Parent describes protective behaviors in relation to half of the 
issues discussed. 
3. Sometimes = Parent occasionally describes protective behaviors.  This may 
occur 2 or 3 times, but is not a major theme of their discussion. 
2. Rarely = Parent tends not to mention instances in which they have engaged in 
protective behaviors.  Parent may only describe one instance. 
1. Not at All = Parent does not mention any protective behaviors during the 
session. 
 
F. Inquisitiveness/Advice Seeking:  
The extent to which the parent asks questions or seeks advice in order to respond 
appropriately and more effectively when their child is experiencing pain, stress, or 
discomfort (e.g. “What’s the best response for those things then?”, “I would like some 
help with…”)  Inquisitiveness can be used as an expression of engagement with their 
child’s treatment process and the GET Living therapy program.  Some parents may 
not ask direct questions, but express inquisitiveness by first admitting self-doubt or 
self-questioning as a means of receiving psychologist approval or direction (e.g. “I 
was not sure what to do, what would you suggest?”, “Maybe I shouldn’t do this, 
but…”).  Parent may also refer to strategies presented in GET Living sessions that 
they have tried to implement as a means of gauging their effectiveness and gaining 
advice (e.g. “The point system has really been working, we wanted to modify it to 
include more family activities.”)  
5. Very often = Parent is actively engaged in and interested in the treatment 
process. Frequently asks psychologist questions pertaining to the treatment 
throughout the session.  
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4. Frequently = Parent asks the psychologist questions in relation to half of the 
issues being discussed, expressing curiosity for personal role in the treatment 
process.  
3. Sometimes = Parent occasionally expresses curiosity for the treatment process 
during the session.  May ask questions 2-3 times, but seeking advice is not a 
major theme of their discussion.  
2. Rarely = Parent rarely expresses interest in learning more about the treatment 
process during the session.  Parent may ask a question only once during the 
session. 
1. Not at all = Parent never asks the psychologist a question and makes no point 
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